UNTIL RECENTLY, PALLIATIVE CARE has focused on the needs of patients with cancer and their families. However, of late, palliative care has become engaged in the care of people with other progressive, terminal conditions, such as neurodegenerative diseases. For these people, a palliative care approach, rather than specialist palliative care services and palliative interventions, may offer the most benefit. This approach is also most relevant to the final illness of elderly people dying from conditions other than cancer.
1
Palliative interventions are non-curative interventions, implemented by workers in disciplines other than palliative care, which aim to control symptoms and improve quality of life. These interventions include palliative radiotherapy, surgical procedures and anaesthetic techniques for pain relief, 1 and may be used at any time during an illness. The palliative care approach aims to improve the quality of life of individuals facing life-threatening illness and of their families, by preventing and relieving suffering through early identification, assessment and treatment of pain and other problems -physical, psychosocial and spiritual. 2 This definition implies that people with progressive fatal diseases other than cancer may benefit from a palliative approach, with a positive and open attitude towards death and dying. This approach facilitates identification of the wishes of patients and their families about care throughout a period of declining health and especially during end-of-life care.
A palliative approach can be a particularly helpful component of care for patients with neurodegenerative diseases, as we will describe. It is also the appropriate approach to care of the very elderly when they are approaching death.
Palliative care in neurodegenerative diseases
People living with neurological diseases such as motor neurone disease, multiple sclerosis, Huntington's disease and Parkinson's disease face long-term physical and psychosocial challenges. These diseases are incurable and progressive, with duration in years or decades, including long periods of dependency. A range of technologies and healthcare options may ensure adequate nutrition, communication, cardiac and respiratory functioning, bowel motility and skin integrity, but all require learning and adjustment by the individual and family. The psychological and social factors of managing living with a neurodegenerative disease are as important as physical care. Healthy recovery of family members after their eventual bereavement is also essential.
Neurodegenerative diseases may evoke negative attitudes in many health professionals, which may be readily transmitted to patients and their families. 3 Our inability to significantly alter disease progression is sometimes interpreted to mean that nothing more can be done, 4 but is precisely the reason that we must do everything possible to alleviate symptoms and offer appropriate psychological and spiritual support. This is where a palliative approach has much to offer.
Although many neurodegenerative diseases are relatively rare, many of their associated symptoms are common among other patients (eg, pain, breathlessness, constipation and insomnia), and their routine management should fall within the scope of all competent practitioners. 3 More complex issues, such as nutritional support using enteral feeding, management of respiratory function with a view to ventilator support, or management of neuropathic pain, may require consultation or referral to specialist palliative care services. 3 
Pain management and symptom relief
Pain is common in neurodegenerative diseases such as multiple sclerosis and motor neurone disease. In multiple sclerosis, about half of all patients have pain, 5, 6 with prevalence increasing with longer disease duration and greater severity of neurological symptoms. 7, 8 The most common causes are dysaesthesia and muscle spasms. 7, 8 Because of the high frequency of neuropathic pain, adjuvant drugs have a major role, and consultation with palliative care specialists may be helpful. 3 Unfortunately, there is evidence that these patients are often undertreated. 7, 9 Similarly, in motor neurone disease, recent studies indicate that about three-quarters of patients have pain. 10 Evidence suggests it is underdiagnosed and undertreated, and that a palliative approach may direct practitioners to more focused and effective assessment of pain. 10, 11 Related symptoms may also be undertreated. For example, a study comparing 124 patients with motor neurone disease and a group of cancer patients, all admitted to the same hospice, found that although pain was less prevalent in the patients with motor neurone disease (58% v 69%), insomnia and constipation were more prevalent (48% v 29% and 65% v 48%, respectively), while breathlessness was equally prevalent (47% v 50%). 10 At referral, only 15 patients with motor neurone disease were receiving an opioid, although 71 had uncontrolled pain. During their admission, 109 patients with motor neurone disease received an opioid on at least one occasion. The mean dose was morphine 30 mg orally every 24 hours, and the mean duration of treatment was 58 days (SD, 18.5). This study clearly indicates that morphine may be effective in relieving much of these patients' distress. 3 A palliative approach involves attention to the full range of symptoms that patients may encounter. It discourages complacency about their inevitability, and encourages active efforts to assess and intervene wherever possible.
Psychological support
Although palliative care providers are best known for their expertise in symptom management, the palliative care approach has a primary focus on hope, quality of life and dignity. 3 Huntington's disease also affects cognition and personality as well as movement. 3 Cognitive impairment is usually apparent at the onset of the movement disorder and follows a progressive and unremitting course. 3 Patients with this disease must cope with significant feelings of loss and fear of removal of their dignity. As it is a genetic disease, family members have to cope not only with the cognitive and behavioural changes in their relative, but also with the distress of "rehearsing" their own future illness if they are genetically at risk. Long-term care needs in this disease are considerable, and decisions to move the patient to a residential care facility may be fraught with guilt, loss and grief. 13 Neurodegenerative diseases are also commonly accompanied by mood disturbances. In multiple sclerosis, correlations between disease activity and depression have been reported. 3, 14 Similarly, in motor neurone disease, correlations between increased physical dependency and depression, and between speech impairment and anxiety, have been found. 15 Psychological support and preparation for future progression of these conditions is an aspect of a palliative care approach that may be particularly relevant.
In addition, neurodegenerative diseases may affect articulation, and speech may become unintelligible. The inability to communicate can cause intense frustration for all parties.
3 A commitment to identifying ways of communicating (eg, communication boards and computerised methods) and anticipation of communication difficulties are essential. Although the techniques of enhancing communication are not unique to a palliative approach, the attention given to communication is heightened when palliation is the primary goal of care. As well, a palliative approach will encourage different communication content, incorporating discussion about loss and grief, which may help alleviate psychological distress. Loss of communication due to physical or cognitive changes can be considered a type of "social death", and families and patients need help to come to terms with this loss and the isolation it causes.
The dementia associated with Huntington's and Parkinson's diseases may compromise not only communication, but also assessment of pain and management of distress. There is evidence that patients with cognitive impairments are less likely to receive analgesia. 16 Agitated behaviours may be difficult to interpret, and medications may consequently be over-or underused. Involvement of palliative care specialists at this stage of illness may help discern the nature of distress.
Dementia is also commonly associated with advanced age. Alzheimer's disease, the most common neurodegenerative disease, responsible for 50%-70% of cases of dementia, 17 is strongly correlated with ageing. 18 Because of comorbidities, illness in older people has the potential to cause exceptionally high levels of symptom distress, which are particularly difficult to alleviate in the presence of dementia. In addition, the often severe and long-term nature of functional incapacity in the elderly, and the fact that family carers also tend to be elderly, may necessitate the use of institutional care. A palliative care approach can guide patients, families and formal carers in their management of the downward trajectories of final illnesses during ageing.
Barriers to a palliative approach
Although many clinicians may use some elements of a palliative approach in the care of individuals with neurodegenerative diseases and the elderly at the end of life, the explicit and rigorous use of a palliative approach has not been routine. Reasons may include the belief that a palliative approach should only be offered in the final stages of an illness, difficulty recognising when patients are terminally ill, therapeutic "ennui" (disengagement or difficulty in imagining alternative approaches when active treatment is not available), discomfort in discussing end-of-life issues, the belief that symptoms are acceptable or inevitable, 19 and ignorance about palliative care.
Inclusion of a palliative approach should not be delayed until the end stages of an illness. In fact, incorporating a palliative care approach in the early stages may alleviate physical and psychological distress at that time. It can provide a focus on active comfort care and a positive approach to ameliorating symptoms and distress when therapeutic "ennui" emerges. A commitment to ensuring comfort and relief of suffering can assist patients and families to know that they are actively supported as the illness progresses.
Conclusions
The need for more widespread dissemination of palliative care knowledge to general practitioners, nurses, and allied health professionals is being recognised. For example, the nationally funded Australian Palliative Aged Care project is currently developing a training program in palliative care for the many tiers of staff working in aged care. 20 This type of focused competency development in palliative care might be offered to other health professionals, such as those who work with patients with neurodegenerative diseases.
